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Abstract

Purpose—The purpose of this research study was to gain a greater understanding of adolescent’s
experiences living with diabetes, and to build a theoretical paradigm to inform interventional
design.

Methods—Classical grounded theory was utilized; fifteen in-depth interviews of eleven subjects
were conducted with Caucasian adolescents’ ages 11 to 15 with Type 1 diabetes. Interviews were

recorded and transcribed verbatim. Data was analyzed using constant comparative analysis. Codes
were linked to create the paradigm.

Results—A theoretical model was developed about the concept of “normalizing.” Normalizing
is defined as the ability of the adolescents to integrate diabetes into the background of their daily
life by creating routines to make diabetes ‘part of me.” Codes identified in normalizing included:
a) ‘recognizing life is changing’; b) ‘taking action to prevent a crisis’; ¢) ‘disclosing to engage
support’; d) ‘taking on the burden of care’; e) “accepting the ‘new normal’; and f) “hoping for a
normal future’.

Conclusions—Normal developmental tasks of adolescence were closely related and contribute
to understanding why adolescents struggle with diabetes. These research findings place a different
and positive perspective on diabetes management; the focus shifts to supporting wellness and
maintaining a normal life rather than on illness. Findings are expected to be of value to health
providers working with adolescents with Type 1 diabetes, parents, nursing researchers, and
adolescents facing the challenge of diabetes management.

Introduction

Type 1 diabetes mellitus (TLDM) is the most common chronic illness in children.!
Approximately 1 in every 400-600 children (approx. 186,300) in the United States (US)
under age 20 have T1DM.2 Complications from diabetes include nephropathy, neuropathy,
retinopathy, cardiovascular disease, and amputations, and are the 7t leading cause of death
in the US,2 however, maintaining glucose levels near normal decreases risk.3 Diabetes is a
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complex, multifaceted disease affecting the health and emotional well-being of adolescents
trying to cope with multiple daily insulin administration, blood glucose monitoring (BGM),
dietary and exercise changes.# Many studies have examined issues in adolescent diabetes
management,>—2 with limited progress helping adolescent’s effectively manage their
diabetes.

A significant reduction in BGM occurs during late childhood with 39% testing 4 times daily,
while during early adolescence only 10% are testing 4 times.? Decreased BGM is associated
with poor glucose control and higher hemoglobin A1C (A1C) levels.> 10-11 | ess than 1/3 of
adolescents maintain target A1C levels for their age.12 Adolescents with poor glucose
control have increased hospitalizations for life threatening diabetic ketoacidosis (DKA) than
adolescents with good glucose control.10 Persistent high blood glucose (BG) with poor
adherence to diet, exercise, BGM, and insulin administration lasts into adulthood!3 for many
with T1DM suggesting difficulty with diabetes self-management is long lasting. Only 1/3 of
adults with TIDM are able to maintain A1C levels <7.5% with >12% having very poor
control of their diabetes with A1C >10%.14

Poor adherence to dietary changes!® and a decrease in exercise necessary to maintain normal
BG levels are common during adolescence.18 Psychological issues experienced by
adolescents with diabetes include anxiety,1” depression,8 poor self-esteem,1® problems with
coping, 20 and struggles with peer and parental relationships.2! Anxiety, depression, and poor
coping behaviors are more common in adolescents with diabetes than their peers.20
Adolescents also do poorly in school .22

Having diabetes is challenging during the already difficult adolescent years and adds
additional burden.23 During this transition to adulthood, adolescents increase diabetes self-
care while gaining independence from their parents.24 Problem solving skills,2°
independence, 2 and autonomy?7 are important features of adolescent development posing
challenges as they attempt to incorporate diabetes self-management.

With independence comes an increase in parent-child conflict that is detrimental to care,®
and is associated with a lower frequency of BGM and higher A1C levels.® Parental and peer
support?® are helpful in monitoring BG and maintaining lower A1C levels.> While it is not
clear if conflict is the cause of decreased parental monitoring during adolescence, parental
involvement improves short term BG control and quality of life,? yet is not viewed as
helpful by many adolescents.2?

A meta-analysis of 15 randomized controlled trials to improve adherence to the diabetes
treatment regimen3C was done. A total of 997 participants were included with a mean effect
size of 0.11 for pre to post treatment change comparing the intervention groups to controls.
Interventions including psychosocial and behavioral strategies were most effective. Grey3!
studied the effect of coping skills training with 77 adolescents and found decreases in A1C
levels in both the intervention and control group. Damiao & Pinto32 conducted a grounded
theory study in 7 adolescents addressing their experiences of living with TIDM and found 3
themes: a) what it was like to be diagnosed with diabetes, b) being transformed by diabetes,
and c) having a prickly life. These studies explored adolescent diabetes management;
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however, no studies have shown long term improvement in A1C levels or self-management.
Limited research has been completed from the adolescents’ perspective on improving self-
management to control BG.

Developing an understanding from the adolescent’s perspective of how they manage
diabetes and control their BG led to utilizing grounded theory as the methodology for this
study. The process of theory development utilizing grounded theory is based on interviews
with adolescent’s using gerund coding to seek the conditions when adolescent’s employ
behaviors where they engage in self-management of their diabetes. Grounded theory as a
qualitative method is unique in the rigorous data analysis grounded directly in the subjects’
words that includes conceptual definitions and an understanding of the relationships between
and within categories. The theory developed with the grounded theory research process is
then foundational work derived directly from adolescent experiences that enhances
understanding of how adolescent’s manage their diabetes and promotes use of this theory as
a guide for future research that will potentially lead to more successful interventions in this
population.

Type 1 diabetes is prevalent, costly, influences quality of life, school, relationships and
ultimately long term survival; is difficult to manage and difficulties persist into adulthood.
Adolescents struggle to manage diabetes and maintain BG control as they become
independent. There is a gap in understanding why adolescents with diabetes decrease BGM,
giving insulin, and managing their diet and exercise. Understanding the experience of
having TLDM from the perspective of the adolescent is needed to build a theoretical model
and generate hypotheses to design future interventions. The purpose of this research was to
gain a greater understanding of adolescent’s (ages 11-15 years) perspectives of their
experiences living with diabetes; associated challenges and management issues.

Study design

Grounded theory,33 a qualitative method, was selected because it provides a greater
understanding of conditions under which behaviors occur and supports the creation of a
theoretical paradigm and related hypothesis.33-34 The focus of developing this theory using
this methodology is to understand the social processes that occur that help to predict, explain
and describe behaviors.33-34 A key feature of grounded theory is understanding the process,
the structure and the interactions that occur in the social setting.33-34 Symbolic
interactionism is the theoretical framework for grounded theory.3% Symbolic interaction is
based on how the person is able to view themselves based on others in their world and the
person’s perception on how they view their reality as they interact with others in their
world.3®

Study questions

The initial study questions included: 1) Let’s discuss your experiences of living with
diabetes. 2) Let’s talk about taking care of or managing your diabetes. Can you tell me
about that? Probes included: a) What is it like for you to take care of your diabetes? b) Tell
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me about taking your insulin and testing your BG. ¢) What do you do to keep your BG
balanced? d) What, if any, challenges have you experienced. Subsequent interviews started
with these questions and additional questions were added to saturate emerging codes and
included: a) When you heard you had the diagnosis of diabetes, tell me about that time. b)
Talk about transitioning to self-care, and c) Some people talk about coming to a place that
says ““I can take care of my diabetes,” tell me about that.

Study sample

The sample consisted of early adolescent’s ages 11 to 15. Inclusion criteria determined by
parent report included participants who: 1) had T1DM using insulin; 2) diagnosed six
months or more; 3) were able to read and speak English; and 4) identified as Caucasian.
Exclusion criteria by parental report included: 1) no other diagnosed medical or
psychological conditions except controlled hypothyroidism; 2) no clinic provider visit with
this researcher during the past year; and 3) emotional or mental disabilities that would
prevent them from providing an interview.

Recruitment and sampling

Recruitment was done using posters, handouts at clinic, and a mailed letter. Interested
parents contacted the researcher to participate in the study. A verbal questionnaire with the
parent determined eligibility. Participants received a $25 gift card.

Interviewing process

Three interviews were done with purposeful sampling choosing subjects who met study
criteria and varied by sex and age, to provide the anchor interviews and identify initial
codes. Additional interviews were conducted using theoretical sampling which sought
subjects able to provide detailed information about the growing theory, add additional codes,
and to eventually saturate the data. Interviews were digitally recorded and lasted
approximately 60 minutes. Recordings were transcribed verbatim and reviewed for
accuracy. Sampling, coding, and analysis were done simultaneously. Each interview was
transcribed, coded and analyzed and integrated into the theory prior to the next interview
being conducted. Data was hand analyzed creating code cards described below. After three
to five interviews the framework of major codes and categories was identified. Additional
interviews were completed totaling fifteen interviews to reach data saturation. Data
saturation was reached when no new information was obtained, the categories were well
defined and relationships between categories understood, and the social process was clearly
understood.36-37 Formal interviews and one focus group were conducted.

Data analysis

The first step in grounded theory data analysis was to engage in “first line,” or “open ended
coding. Three initial interviews were coded using a gerund coding process (-ing words)
looking for behaviors that were occurring. Code cards included: a) the gerund code; b)
quotes with the code from the data; c) code definition; d) conditions when the code occurred
or not; and e) hunches about relationships among codes. The second step was “second line”,
or theoretical coding, where code groupings were clustered. Additional interviews used the
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full interview guide and the last four interviews used specific probes. Sampling continued
until categories were saturated with a clear understanding of relationships between
categories, and the social process was fully defined.36-37 In the third step “constant
comparative analysis” or “axial coding” emerging codes and categories were compared to
those already identified to understand category relationships, and identify the core
phenomenon. In the fourth step codes were linked to create the paradigm. During the fifth
step the theory was delimited setting aside codes not a major part of the story. The final
paradigm fully describes the codes, their relationships, the moving processes, defines the
major task of the participants, and hypotheses about conditions.

Assessing Rigor in Grounded Theory

In a qualitative study it is important to assess for rigor of the study, but it needs to be done in
different ways than quantitative research assessing validity and reliability. This study
followed criteria described by Chiovitti and Piran describing ways to address rigor through
credibility, fittingness, and auditability.38 To address credibility the actual words of the
participants were used to build the theory and a journal was kept that documented the
thoughts of the researcher’s personal views, codes were discussed with some adolescents
during interviews and in a focus group on how the findings reflected their experiences and
for feedback on the paradigm. To address auditability the researcher kept a detailed journal
and used memo writing describing how categories were developed and how participants
were chosen with sufficient detail that would allow another researcher to replicate the
research process.38-39 To address fittingness the researcher clearly described the sample and
their characteristics, the level of theory, and linked existing research through a secondary
literature review to categories of the theory.

Human subjects

Results

IRB approval was also obtained from the study site and the University of Washington.
Consents were signed by the parent. Assents were signed by the adolescent’s for study
participation.

The study sample consisted of adolescents (three boys (27.3%) and eight girls (72.7%) ages
11 to 15 (mean = 13.9), who identified as Caucasian and had TIDM from western
Washington state. Both parents and adolescents read and spoke English. Diabetes care had
not been provided by the researcher during the past year. No adolescents were in special
education at school or were diagnosed or under treatment for a mental health condition
during the past year. Participants had an average parent reported A1C of 8.2% (range 7.2% —
9.2%, median 8.4).

The substantive theory developed was about normalizing, the process of how adolescents
with TIDM normalized their life while transitioning to independence. The theoretical
findings are found in the model of ‘normalizing my life with diabetes during adolescence’
(see Figure 1). The six major axial codes (or phases) are the actions adolescents took to
manage their diabetes. These phases are: remembering the journey, balancing blood sugar/
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preventing a crisis, integrating diabetes into the world outside the home, moving the journey
towards independence, figuring it out and helping others.

Remembering the Beginning of the Journey was defined as the memories of the events
that occurred when adolescents were first diagnosed with diabetes. Sub-codes include: 1)
getting the diagnosis, 2) learning about diabetes and its management, and 3)
recognizing my life is changing.

Getting the Diagnosis was defined as the point when adolescents recognized that something
was wrong, sought medical care, and were first told about their condition.

Learning about Diabetes and its Management was defined as the process necessary to
understand the medical condition of diabetes and how you need to manage it.

Recognizing My Life Is Changing was defined as realizing that diabetes is a life changing
event that is permanent with no possibility of a cure.

“everyone just had to change their lives and adapt to it (diabetes) even though there
is more drastic things out there- diseases that people had to adapt to but to me this
is drastic because it is never going to go away | mean | am going to have it | mean
they might find a cure after | die and | pray that they do but for my time being there
probably won’t be anything found” Interview #7 p.7

The normalizing task during this phase was “recognizing my life is changing”.

Balancing Blood Sugars/Preventing a Crisis was defined as keeping the blood sugar in a
target range that does not cause problems from either high or low blood sugars and prevents
experiencing a crisis that could lead to hospitalization or a seizure. Sub-codes included: 1)
recognizing symptoms of low and high blood sugar, 2) monitoring, 3) taking action, 4)
adjusting diet and activity to balance blood sugars, 5) evaluating results from trying to
balance blood sugars, and 6) seeking help and experiencing consequences from not
keeping the blood sugars balanced.

Monitoring was done to validate symptoms, to keep bloods sugar balanced and avoid a
crisis. Testing Blood Sugars is a sub-code and was associated with negative feelings such
as fear, and it is also described as being annoying.

“It has been annaying, um, ‘cuz like anytime | have to eat | have to check my blood
sugar and then do this whole process ...and that is kind of a pain” Interview #1 p. 1

The normalizing task during this phase was “taking action to prevent crisis”.

Integrating Diabetes into the World Outside the Home was defined as those actions
taken to address diabetes management outside the home such as managing the diet, giving
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insulin, and engaging in physical activity. Sub-codes included: a) building support and b)
realizing I’'m different.

Building Support was undertaken for the purpose of gaining greater independence from
parents and integrating diabetes into normal activities outside the home

Realizing I’m Different was defined as feeling “different” or “not normal” or like you do
not “fit in” or have friends.

“at the beginning it’s kind of like you know you are different you know, you are
not going to be like everyone else so it’s not one of those things | didn’t really like
about myself, it’s not like I’m not perfect | guess is how you want to put it and it
was kind of hard to get used to” Interview #4 p.2

The normalizing task during this phase was “disclosing to engage support”.

Moving the Journey Towards Independence was defined as the ability of the adolescents
to successfully transition to independence by taking on primary responsibility for their
diabetes management tasks. Sub-codes include: 1) taking over care, 2) experiencing
conflict with parents, and 3) realizing diabetes is hard.

Taking over care was defined as the adolescents wanting to independently manage their
diabetes. One of the challenges in taking over care from the parent was the willingness of
the parent to let go of the care and for the parent to not transition before the adolescent is
ready.

Experiencing Conflict with parents was defined as the parent and adolescents not agreeing
on diabetes management or arguing over care being done.

Realizing diabetes is hard was defined as struggling to manage diabetes independently all
day every day, not having blood sugars respond as expected, and the emotional burden of
having diabetes and just wanting to give up.

“Sometimes it is kind of hard, you just have those days where like it seems like
everything is harder than it really is, when you are young and when you have those
days, basically when you have diabetes it’s like you just want to give up” Interview
#4p. 13

The normalizing task during this phase was “taking on the burden of care”. Phases 2, 3,
and 4 were cyclical, and adolescents reverted back and forth through them before finally
reaching phase 5; but often transitioned back to phase 2 through 4 several times before
moving forward permanently.

Figuring It Out was defined as the ability to come to the realization that you can manage
your diabetes and maintain your glucose control, being able to accept diabetes and stay on
track. The adolescents experienced a shift in their mental framework that helped them
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understand that diabetes is a part of who they are, accepting and realizing their life with
diabetes is their ‘new normal’. Sub-codes included: 1) accepting diabetes, 2) believing it’s
possible to manage diabetes, 3) showing responsibility, and 4) staying on track.

Accepting Diabetes was defined as developing an understanding that diabetes is part of you
and that having diabetes is normal.

“It (diabetes) is there, it will never go, but it is just how much you let it get to you
is just the key to it, it never goes away it is always a part of you, until you just
accept it, it is always just there” Interview #6 p. 16-17

Believing it’s possible to manage diabetes was defined as the ability to have the
confidence to know how to manage your diabetes, in your decision making skills, and in
your desire to control your diabetes successfully.

Showing responsibility was defined as the mental ability to see the consequences of their
actions and understand why being responsible is important.

“if you’re older you are more responsible, you are more mature you don’t have
hormones messing with you ... you don’t have as much rebellion” Interview #6 p.
1

Staying on track was defined as learning to manage diabetes in a physically and

emotionally healthy way.

The normalizing task during this phase was “accepting the new normal”.

Helping Others was defined as providing information, assistance, and compassion to those
around them to improve their future. Sub -codes included: 1) mentoring others, 2) showing
compassion to others, and 3) planning for a future helping others.

“actually growing up with diabetes | have actually been able to help some people
too” Interview #4 p. 1

Mentoring others was defined as giving back to others through education, motivation, and
role modeling to help younger children with diabetes cope and adjust to their illness.

Showing Compassion for Others was defined as the ability to understand other’s feelings
and make a connection with them.

Planning for a Future Helping Others was defined as seeking career goals in life allowing
one to help others.

“I’ve always kind of had a goal of going into the medical field but now I think now
one of my biggest goals is to just either be a researcher or be an endocrinologist
because | see what she has done for me and how much she has helped me and |
want to be able to do that for other people” Interview #10 p. 15

The normalizing task during this phase was “hoping for a normal future”.
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Some of the conditions when the adolescent was or was not able to proceed through these
phases included the adolescent’s emotional response to getting a diabetes diagnosis,
experiencing needle fear, not wanting to care for self in front of others, not fitting in with
peers, feeling self-conscious or embarrassed, conflict with parents, reactions from parents
affect adjustment, and rebellion and laziness do not lead to success. Key hypothesis from
this paradigm of normalizing include: a) the pain and annoyance of testing BG hinders
adolescents from consistently performing this task, strategies for decreasing needle fear will
be beneficial; b) remembering to test and log BG is challenging for adolescents so finding
creative ways for success utilizing today’s technology will be useful; c) helping the
adolescent and parent work through the transition process together will decrease conflict and
improve care; d) reactions and interactions of friends, teachers, and others enhance feelings
of embarrassment and how adolescents view themselves as normal; thus interventions with
friends and teachers in understanding diabetes, will help support adolescents; €) utilizing
insulin pump therapy decreases the need for extra injections for snacks and meals and
enhances adolescents ability to feel normal, thus working with insurance companies in
allowing use of technology is important.

These six phases of normalizing provide an important level of understanding adolescents
with Type 1 diabetes and challenges they face as they strive for independence with diabetes
care. Supporting adolescents address these tasks to achieve normalcy in their life will assist
with successful self-management. Adolescents often get mired in the emotions and
complexity of diabetes management during phases 2 through 4 making it difficult to
transition to phase 5. As they make diabetes part of them and “figure it out’ they learn to
manage diabetes successfully.

Conclusions

The major task adolescents were addressing in this study was “normalizing”. Included with
normalizing was integrating diabetes as ‘part of me’, while monitoring blood glucose, giving
insulin, and monitoring diet and activity to feel diabetes is manageable and that they are in
control. This also included an attitude of acceptance and the ability to cope, thus allowing
them to independently manage their diabetes.

A major hypothesis was that helping adolescents normalize their lives while managing the
tasks of diabetes during adolescence will lead to a decrease in A1C’s, in hospitalizations
from DKA, and an increased ability to cope with diabetes. Based on the findings from this
study it is important to note that: a) needle fear is a significant and ongoing major issue in
allowing adolescents to normalize their experience and independently manage their care; b)
the manner in which transition happens is a major part of how adolescents are able to
normalize their life during puberty; c) conflict between the parent and adolescent is a
significant deterrent and social support is a significant positive factor in the smooth
transition to independent management; and d) the ability of the parent to ‘let go’ of
monitoring the adolescent during puberty significantly influences the adolescent’s ability to
normalize.
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The conceptual codes for normalizing in adolescents with diabetes are closely related to
normal adolescent developmental tasks2®: 49: a) ‘recognizing life is changing’ fits with
coping with loss; b) ‘taking action to prevent a crisis’ fits with being interested in present
with little thought for the future and concrete thinking; c) “disclosing to engage support’ fits
with struggling with body image, wanting privacy and wanting to be normal; d) ‘taking on
the burden of care’ fits with wanting independence, having more conflict with parents and
rule and limit testing; e) ‘accepting the ‘new normal’ fits with abstract thinking and the
ability to set goals; and ) *hoping for a normal future’ fits with an increased sense of
identity and concern for others. These adolescent developmental tasks help explain why
adolescents struggle with diabetes. These tasks are critical in understanding the adolescent’s
actions during adolescence and their ability to manage BG appropriately while they try to
‘be normal’ and “fit in’ with their friends.

Normalizing has been described in the literature in a variety of settings often as a term, not
related to a process. Strauss*! described preventing a crisis, maintain a regimen, feelings of
isolation, illness as a burden and attempts to normalize their life that are similar to several
normalizing tasks adolescents experience. Parents normalize chronic illness by
acknowledging the change in their lifestyle,*? focusing on day to day tasks,*3 and living a
difficult life.** This research provides an understanding of the concept of normalizing for
adolescents with T1IDM not previously described in the literature. These important findings
will lead to the development of interventions to support adolescents in normalizing their life
with diabetes.

This paradigm on normalizing for the adolescent with diabetes is a novel contribution that
increases understanding about their experiences during transition to self-care. Linking the
phases of normalizing with developmental tasks allows researchers a different perspective
on adolescent transition to create new interventions utilizing this model. Previous
intervention work has not focused on the transition process, helping the parents in this
process, the developmental aspects of the adolescent, or from a framework that understands
that the adolescent is trying to ‘be normal’ and “fit in’. Designing interventions at multiple
levels are more likely to achieve success in normalizing and achieving good glucose control
with positive outcomes.

Future Directions

The following are recommendations for future research: Adolescent: a) The design of
interventions to decrease needle fear, and to enhance the ability of adolescents to safely
achieve independence; and b) the exploration of phone apps to help adolescents remember
and log their blood sugars in a device they are already carrying. Parent: The design of
interventions on transition of care to enhance supportive parental behaviors. Peers: The
design of interventions in the school and community enhancing supportive attitudes among
students, families, and friends. System Changes: Engaging policy makers, funding agencies
and health insurance companies to increase adolescents’ use of today’s new technologies to
manage their diabetes.

This study has provided a framework for normalizing in adolescents with TIDM and
chronic illness management. Multiple hypotheses were created providing opportunities for
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further research in assisting adolescents with diabetes self-management emphasizing
wellness and normal growth and development. Focusing research on novel ways to help
adolescents normalize their life may assist in achieving success in adolescent diabetes
management.

Recommendations

Interventions by the diabetes educator or providers need to be directed toward meeting the
adolescent and parental needs, as well as school system educators, psychologists,
counselors, and administration. Interventions need to include both individual and group
education, as well as advocacy efforts to influence change in systems and structures. The
following are recommendations for working with A. Adolescents: 1) Assessing and
addressing emotional state through program development or referral to facilitate ‘accepting
the new normal’. 2) Developing teaching methods that facilitate coping with loss and
‘recognizing life is changing’. 3) Assessing and addressing needle fear with a coherent
plan. 4) Developing a plan for sick day that encourages seeking assistance to ‘take action to
prevent a crisis’. B. Parents: 1) Assessing parental emotional responses to diagnosis and
interactions, referring for counseling, or developing individual plans or educational program
to help them understand how their responses affect their child. 2) Developing programs
assisting parents in providing emotional support to decrease ‘taking on the burden of
care’. 3) Developing programs to assist parents in healthy transition of care with decreased
nagging. C. School/Community: 1) Develop outreach programs or information to increase
knowledge, supportive behaviors, and allowing for ‘disclosing to engage support’. D.
System/Policy Change: 1) Advocating for funding and approval of technologies and
therapies that enhance the ability to ‘hope for a normal future’.
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| NORMALIZING MY LIFE WITH DIABETES DURING ADOLESCENCE I

1. Remembering the Beginning of the

Journey
MAJOR TASK: Learning about diabetes and going
home from the hospital

®  Getting the diagnosis

. Learning about diab and its
-getting scared/needle fear

®  Recognizing life is changing

NORMALIZING: “RECOGNIZING LFEIS CHANGING”

2. Balancing the Blood Sugars/Preventing a 3. Integrating Diabetes into the World
Crisis Outside the Home
MAJOR TASK: Learning to keep blood sugars balance MAJOR TASK: Enlisting support from others
. Recognizing symptoms of low and high blood sugar ©  Building a support network
®  Monitoring -disclosing
. Taking action -explaining to others
-needle fear/coping with pain -engaging others to help
®  Adjusting diet and activity to balance blood sugar -giving insulin in public places
®  Evaluating results of trying to balance blood sugar ®  Realizing I'm different/not fitting in
®  Seeking help and experiencing consequences from not

NORMALIZING: “TAKING ACTION TO PREVENT CRISIS”

NORMALIZING: “DISCLOSING TO ENGAGE SUPPORT”
keeping the blood sugars balanced

- seizure/DKA

4. Moving the Journey towards Independence
MAIJOR TASK: Separating from parent and independently managing diabetes
®  Taking over care

-needle fear
®  Experiencing conflict with parents

-conflict

-building trust
. Realizing diabetes is hard

-burnout

-burden

-juggling

NORMALIZING: “TAKING ONTHE BURDEN OF CARE”

5. Figuring it out
MAIJOR TASK: Learning to cope with diabetes
. Accepting diabetes

-learning to cope

-accepting new normal

° Believing it’s possible to diab

. Showing responsibility

. Staying on track

-setting goals
-maintaining motivation

\

6. Helping Others
MAJOR TASK: sharing with others to improve their lives
®  Mentoring others

-role model

-camp counselor

NORMALIZING: “ACCEPTING THE NEW NORMAL” ) :
®  Showing compassion to others

®  Planning for a future helping others

NORMALIZING: “HOPING FOR A NORMAL FUTURE”

Figure 1.
Normalizing my life with diabetes during adolescence. A summary of operational codes, and

conceptual codes of the model.
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